W hile autism is generally considered a disorder of childhood, its dramatically increasing prevalence, 1 combined with the lack of known treatment that completely ameliorates associated disabilities, 2 means that autism is rapidly becoming a disorder of adulthood as well. People with autism will spend the majority of their lives-and receive the overwhelming bulk of their health care-as adults. 3 Research on healthcare experiences of individuals with autism has been almost uniformly limited to studies of children and their families, who consistently report more difficulty obtaining health care for their children and less satisfaction with that care, once received. 4 In recognition of the critical dearth of research regarding adults with autism, the Interagency Autism Coordinating Council, the body charged with advising the Secretary of Health and Human Services on autism research, policy and practice, devoted an entire chapter of its seven-chapter strategic plan to the needs of adults. 5 That chapter describes the importance of studying and developing community supports, and of including adults with autism in the scientific research process. In the United Kingdom, the National Institute for Health and Clinical Excellence commissioned the development of clinical guidelines for the diagnosis and management of adults with autism. 6 These guidelines were developed based on expert consensus, but in the absence of a rigorous body of empirical evidence regarding the needs of this growing group.
In this issue of JGIM, Nicolaidis et al. present a groundbreaking study, representing perhaps the first published, comprehensive study of healthcare experiences of adults with autism. 7 It also is novel in its reliance on a community-based participatory research design, in which adults with autism had input both on the important domains in which to collect data and the nature of the questions asked. The AAPSIRE partnership described in the article provides a model for conducting this kind of research to develop a richer understanding the challenges this group faces.
The findings are in many ways striking in their similarity to what is observed for children. Adults with autism are just as likely as other adults to have a primary care provider, but are more likely to have unmet physical and mental health needs, less likely to receive preventive care, and more likely to end up in the emergency room. The most provocative findings, however, may be the differences in answers to questions regarding satisfaction with healthcare providers, which appear to most directly measure doctor-patient communication.
Perceptions of the quality of doctor-patient communication are uniformly poorer among adults with autism, which perhaps is not surprising, given the communication impairments central to the disorder. Working with individuals with receptive and expressive communication impairments may represent a significant challenge within the confines of the often-brief office visit. It is important not to put the burden of improving this communication solely on the shoulders of the individual with autism. Physicians may have to change their strategies both for eliciting information from these patients and for advising them regarding their healthcare. In addition, the nature of the office visit itself may have to change to increase its effectiveness. It will be very interesting to observe the extent to which the tools the authors are developing and mentioned in the manuscript address these issues.
The authors carefully point out the limitations of their study. The Internet and the community partnership may represent a two edge sword for instrument design and data collection. On the one hand, adults with autism are rightly adopting the motto of "nothing about us without us." Yet who is "us" is sometimes unclear. Autism represents a broad spectrum of disability. Many adults with autism would be very challenged to participate in the process the investigators describe. Different strategies are needed to accurately capture their experiences. Similarly, the Internet, while creating a safe and comfortable environment for some adults with autism to participate in research, may effectively leave many out, resulting in a skewed perspective of healthcare needs.
The number of adults with autism spectrum disorders (ASD) will continue to grow. Some will have a level of independence that allows for full participation in their healthcare decisions; others will have impairments that require dependence on caregivers to mediate the healthcare they receive. Nicolaidis and colleagues offer some insight into the former group. Much more research is needed on both groups. Very little is known about the healthcare needs that arise as people with autism age; we do know that all-cause mortality is greater in this group than in the general population, 8 but little about the specific causes of associated morbidity and how best to manage it.
The Affordable Care Act will require the integration of physical and mental health care for all people, including those with autism, which means that primary care physicians will have increased responsibility for managing a myriad of health needs. The concept of a medical home has been operationalized for children with autism to address exactly these sets of issues; there is an urgent need to operationalize a medical home for adults with this increasingly prevalent disorder.
